The standard of written English needs improving to ensure the reader can easily follow what is presented. There are numerous statements are not clear, and grammatical errors such as subject verb agreement.
It would be useful to state up front why the synthesis was conducted other than it hasn't been done before. For example, was it to provide a global estimate of unmet need (and therefore identify intervention gaps, inform policy, for example; was it to make recommendations about survey tools that should be used in future?
The opening discussion about what constitutes a need is unclear ("… it is often difficult to distinguish needs and other related factors such as patient satisfaction, preferences, health related quality of life, disability severity, physical and psychological functions).
The sentence "Qualitative research methods are used to reveal important conceptual themes related to needs after stroke" is unclear.
The word "survivor" was used as a search term; does that mean that the word [stroke] "patient" was not used, and I if not might this have affected papers identified?
The authors write "Only five of the 19 studies provided full questionnaires used" (page 7). This suggests the authors contacted the authors of papers included; do the authors refer to the question of whether or not a questionnaire was published?
The statistical method should be explained more fully.
The authors should explain more fully why this study supports the following assertions made in the section Further research required:
• "Further longitudinal studies are required to evaluate changes in unmet needs of stroke survivors over time"
• "To improve the comparability of evidence generated from different studies on the topic, further efforts are required to standardise tools for assessing unmet needs of post-acute stroke survivors"
• "…for patients with multi-morbidity conditions, a generic tool for unmet needs assessment is particularly preferable".
Likewise, how does this study support the concluding statement that "Regular assessment of unmet needs of stroke survivors is important for providing patient-centred health and social care services"? Appendix 4 (Table 4) appears to have some errors in the references cited. For example, in the first cell Self-reported longterm needs after stroke (SRLNS) cites reference 9 but not reference 11. The reference cited here, "Preliminary versions of the tool were tested and reviewed by the KCL Stroke Research Patients and Family Group" is incorrect. I suggest all references are checked.
REVIEWER
Anne Forster University of Leeds, UK It is important that I declare that I have undertaken a programme of research addressing the unmet needs of people after stroke. I was the Chief Investigator for the LoTS-LUNS work cited in this paper. Inevitably I can check the details presented about that work much more closely then I can the other cited papers.
REVIEW RETURNED
22-Dec-2018
GENERAL COMMENTS
This is an interesting paper addressing an important topic. The authors have done an amazing amount of work to synthesize a great deal of evidence and present it in a digestible form.
I have a few comments:
It is appropriate and useful for the authors to comment on the psychometric properties of the tools used to evaluate unmet needs after stroke. However, it would be better to make a clearer distinction between those studies that were undertaken specifically to assess the psychometric properties of a tool (for example, LoTS-LUNS). The research methods for developing and testing a new tool are different from methods used to identify unmet needs. The outputs of the former are the psychometric properties of the tool rather than the unmet needs identified per se.
The context for the reporting of unmet needs is also different across the papers presented and should be clarified and addressed more in the discussion. For example, the GM-SAT work was undertaken in the context of delivering a service whereas (as an example) the work by McKevitt and colleagues was a survey. Thus the time taken to administer is hugely different between tools, and may also explain why the GM-SAT identified the highest prevalence rate of unmet needs.
This variability in methods and context will contribute to the variability in quality of the papers.
By focusing on surveys, trials which collected information on unmet needs are excluded (for example, Forster et, al, Stroke 2015; 46: 2212 -2219 ; NIHR Journals Library 2014;2(6). DOI:10.3310/pgfar02060).
Tables -the authors are to be congratulated on the massive amount of work undertaken to synthesize all the information presented in the tables.
The referencing in the appendices might be confusing, would it be possible just to have one list of references? For example, Kersten et al is 15 in one list and 6 in the other.
I could not follow the study titles: Table 1 , Column 1 (UK-Young-N?) Or why some were dated and some not (a footnote explaining the dates would be useful).
Apologies if I have misread it but information provided in the Supplemental Appendix 3 seems to be wrong. For example, information about LoTS-2008 seems to be different to that provided in the text of the paper. I do not know the other papers well enough to know if the information stated is correct or not.
Additional comments:
Abstract: no mention of the assessment of the psychometric properties of the tools in the results section.
Search strategy: would be useful to have date (how far back searched) and language limitations in the main text.
Policy implications: other work relating to six months reviews and addressing needs has been omitted (for example: Age and Ageing 2009. 38(5):576-583).
Further research required: I think the authors need to justify further why they feel further work is required to standardised tools when they identify two tools already available (LUNS and SRLNS). As lead investigator for LUNS I declare my bias here. I feel I should declare my own bias in that I have undertaken a number of studies relating to assessment of unmet needs some of which are cited in this paper (and some of which are missing). I hope my own biases have not influenced this review too much.
VERSION 1 -AUTHOR RESPONSE
Reviewer-1 (Benjamin Hotter) R.1-01: "The authors present a systematic review on a highly relevant, but under-researched, topic in stroke. Care for stroke patients after the acute event is lacking of evidence, and data published so far is focused on the arising needs. Unfortunately, this segment of research is fragmented and lacks standardisation. Therefore, the manuscript presented helps to further understand the body of literature.
Response: Thanks for Reviewer-1's positive comment on our systematic review.
R.1-02: My main concern with the manuscript is the lack of reporting on specific scales. There is a body of literature considering especially medical complications or sequelae after stroke covered by specific scale (i.e. spasticity -Ashworth, cognition -MMSE/MoCA/..., depression -HAMD/BDI/..).
Could the authors please comment on how they handled those reports -were they excluded for being too specific, or were they only included if a more general "needs" scale had been performed, but then the specific scale was not reported in this manuscript?"
Response: We excluded studies that assessed clinical outcomes after stroke using clinical assessment scales, in which unmet needs perceived by stroke survivors were not explicitly measured. Please see our inclusion and exclusion criteria on page 5 (para 3). In addition, we have more explicitly clarified the importance of unmet needs perceived by stroke survivors in Introduction section (page 4, para 2).
R.1-03: "Furthermore, I'd advise to Suppl App 6 into the main manuscript. This is a formidable reference base for future research. This would then also allow to streamline the paragraph starting on page 8 line 33, which is rather confusing to read (a lot of medians and ranges, some variables are presented just with ranges, others just with medians). Therefore, I'd advocate to shorten this and for instance just put the medians into the body of the text."
Response: We thank Reviewer-1 for this helpful comment. Supplemental Appendix 6 has been used as Table 2 in the revised manuscript. To improve the readability of the paragraph on page 8, we presented ranges of reported prevalence rates if results were available from 2 or more studies. We feel it is important to reveal the great variation in the reported prevalence of different types of unmet needs.
Reviewer-2 (Christopher McKevitt)
R.2-01: "This is a useful paper. I think it can be improved by addressing the following: The standard of written English needs improving to ensure the reader can easily follow what is presented. There are numerous statements are not clear, and grammatical errors such as subject verb agreement."
Response: We have carefully checked/corrected the manuscript throughout for any spelling and grammatical errors.
R.2-02: "It would be useful to state up front why the synthesis was conducted other than it hasn't been done before. For example, was it to provide a global estimate of unmet need (and therefore identify intervention gaps, inform policy, for example; was it to make recommendations about survey tools that should be used in future?"
Response: Thanks for this helpful comment. We have amended the objectives of this systematic review: "This systematic reviews aimed to evaluate types and rates of long-term unmet needs after stroke for making health and social care policies, and to understand what tools could be used for assessing long-term unmet needs. Therefore, we synthesised evidence from survey studies that evaluated long-term unmet needs perceived by stroke survivors, and examined psychometric properties of the tools for assessing unmet care needs of post-acute stroke survivors." (page 4-5) R.2-03: "The opening discussion about what constitutes a need is unclear ("… it is often difficult to distinguish needs and other related factors such as patient satisfaction, preferences, health related quality of life, disability severity, physical and psychological functions)."
Response:
We have now clarified the definition of unmet needs: "To inform the provision of health and social care services, it is crucial to identify unmet needs after stroke. Unmet needs perceived by stroke survivors may be practically evaluated according to patients' perception whether they have received any or sufficient help regarding a specific difficulty, or whether a problem has not been addressed at all or sufficiently." (page 4, para 2) R.2-04: "The sentence "Qualitative research methods are used to reveal important conceptual themes related to needs after stroke" is unclear."
Response: This sentence about qualitative research is not essential, and has now been deleted.
R.2-05: "The word 'survivor' was used as a search term; does that mean that the word [stroke] "patient" was not used, and I if not might this have affected papers identified?"
Response: Key term 'survivor' was used to improve the specificity of the search strategy. However, relevant studies without 'survivor' would also be identified, giving any of other related key terms such as: 'rehabilitation', 'post stroke', 'after discharge', 'long-term', 'longer term', or 'community' (please see full literature search strategy in Supplemental appendix 1). To avoid possible misunderstanding, the sentence has been revised as: 'We searched PubMed, PsycINFO, CINAHL, EMBASE databases from inception to identify relevant studies published in the English language. Key terms for literature search included: "need" or "needs", "stroke", "survivor", and "rehabilitation" (see search strategies in Supplemental Appendix 1).' We also checked references of review articles and retrieved studies to identify eligible studies. (page 5, para 3) R.2-06: "The authors write "Only five of the 19 studies provided full questionnaires used" (page 7). This suggests the authors contacted the authors of papers included; do the authors refer to the question of whether or not a questionnaire was published?"
Response: Sorry for this unclear description, and original investigators were not contacted to obtain full questionnaires. We have now amended the sentence as: "Only five of the 19 studies published full questionnaires used, seven described the core questions, and 13 studies did not describe details on survey questions." (page 7, para 2) R.2-07: "The statistical method should be explained more fully."
Response: We provided some more details on statistical analysis methods: (1) For the FreemanTukey transformation methods: "The advantage of using the Freeman-Tukey transformation is to ensure that estimated proportions and their 95% confidence intervals are never less than 0% or larger than 100%." (2) For the range and median of reported rates of specific unmet needs: "We reported the range of prevalence rates of a specific unmet need, where there were two or more estimates from included studies. A median of the reported rates of an unmet need was also estimated if there were three or more estimates from included studies."
R.2-08: "The authors should explain more fully why this study supports the following assertions made in the section Further research required: * Further longitudinal studies are required to evaluate changes in unmet needs of stroke survivors over time. * To improve the comparability of evidence generated from different studies on the topic, further efforts are required to standardise tools for assessing unmet needs of post-acute stroke survivors. * …for patients with multi-morbidity conditions, a generic tool for unmet needs assessment is particularly preferable."
Response: We have amended "Further research required" section, with some more explanations: "This systematic review included only one study that evaluated unmet needs at different time points, so that further longitudinal studies are required to evaluate changes in unmet needs of stroke survivors over time. Because of different tools used, there was often a lack of comparability of evidence generated from different studies on the topic. Validated tools (such as SRLNS or LUNS) should be used in future studies of unmet needs of post-acute stroke survivors. The WHO ICF framework seems the most comprehensive and promising model, which is not only useful for assessing unmet needs of stroke survivors, but also potentially helpful for the comparison of unmet needs across different conditions and for patients with multi-morbidity conditions."
R.2-09: "Likewise, how does this study support the concluding statement that "Regular assessment of unmet needs of stroke survivors is important for providing patient-centred health and social care services"?
Response: Thanks for this helpful comment. We have revised "Conclusions" to reflect uncertain links between identified unmet needs and the provision of health and social care services: "The estimated prevalence of post-acute unmet needs after stroke was high, and there was considerable heterogeneity in type and frequency of specific unmet needs. Further research is required to link regular assessment of long-term unmet needs after stroke with the provision of cost-effective patientcentred health and social care services."
R.2-10: "Appendix 4 (Table 4) appears to have some errors in the references cited. For example, in the first cell Self-reported long-term needs after stroke (SRLNS) cites reference 9 but not reference 11. The reference cited here, "Preliminary versions of the tool were tested and reviewed by the KCL Stroke Research Patients and Family Group" is incorrect. I suggest all references are checked."
Response: The same study might have a different reference number in supplemental appendices and the main manuscript. To avoid this confusion, we have now used a single list of references for both the main manuscript and supplemental appendices.
Reviewer-3 (Anne Forster) R.3-01: "This is an interesting paper addressing an important topic. The authors have done an amazing amount of work to synthesize a great deal of evidence and present it in a digestible form."
Response: Thanks for Reviewer-3's positive and encouraging comments.
R.3-02: "It is appropriate and useful for the authors to comment on the psychometric properties of the tools used to evaluate unmet needs after stroke. However, it would be better to make a clearer distinction between those studies that were undertaken specifically to assess the psychometric properties of a tool (for example, LoTS-LUNS). The research methods for developing and testing a new tool are different from methods used to identify unmet needs. The outputs of the former are the psychometric properties of the tool rather than the unmet needs identified per se."
Response: Thanks for this helpful comments. We have more explicitly described whether the objective of a study was to assess the psychometric properties of a tool: "Two of the included studies focused on the assessment of validity and reliability of a tool the Long-term Unmet Needs after Stroke (LUNS) tool, and one study evaluated the feasibility of the Great Manchester Stroke Assessment Tool (GM-SAT) for assessing unmet needs at six months after hospital discharge." In addition, we have added objectives of the included studies to supplemental appendix 2.
R.3-03: "The context for the reporting of unmet needs is also different across the papers presented and should be clarified and addressed more in the discussion. For example, the GM-SAT work was undertaken in the context of delivering a service whereas (as an example) the work by McKevitt and colleagues was a survey. Thus the time taken to administer is hugely different between tools, and may also explain why the GM-SAT identified the highest prevalence rate of unmet needs." "This variability in methods and context will contribute to the variability in quality of the papers."
Response: Thanks for this important comment. We have provided additional details on this issue.
(1) Result -Survey instruments used: "The completion time was about 6 minutes (range 2-12) for the LUNS tool, around 20 minutes for the SRLNS tool, and as long as 74 minutes (range 20-195) for the GM-SAT tool. It should be noticed that time spent on a patient in the GM-SAT study included consideration of delivering support or care services for the identified unmet needs." (page 7-8).
(2) Result -Unmet needs perceived: "The highest prevalence rate of unmet needs (91.7%) was found in a study that used the GM-SAT tool to assess unfulfilled needs among stroke survivors at 6 months after hospital discharge and to deliver relevant care services." (page 8).
